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STATEMENT OF K. CHARLIE LAKIN, Ph. D. on S.2053 
The Community and Family Liv ing Amendments of 1983 

I am Char l i e Lak in , Senior S c i e n t i s t at the Center f o r Res iden t ia l and 

Community Services at the Universi ty of Minnesota. Our Center was i n i t i a l l y 

funded in 1976; s ince t ha t t ime we have s tud ied the d e i n s t i t u t i o n a l i z a t i o n 

process and the development of community services for developmentally disabled 

people throughout the United States. 

In 1977 we gathered data f rom more than 6,000 r e s i d e n t i a l f a c i l i t i e s , 

including state i n s t i t u t i o n s , group homes, and special ized foster homes. In 

1979 we sent i n t e r v i e w e r s to 75 i n s t i t u t i o n s and 161 community f a c i l i t i e s 

across nation. Interviewers gathered deta i led information regarding more than 

2,000 menta l l y re tarded r e s i d e n t s , t h e i r a b i l i t i e s and d i s a b i l i t i e s , the 

services they needed and the services they received, t he i r fami ly , social and 

le isure a c t i v i t i e s . Two years ago (1982), we surveyed 14,605 pr ivate l icensed 

and 1,028 pub l i c r e s i d e n t i a l f a c i l i t i e s in the United Sta tes . We have 

completed numerous other studies. 

The res ident ia l care system has been profoundly influenced by the federal 

Medicaid program since 1971, when Congress authorized Medicaid funding fo r 

care f o r menta l l y re tarded people in publ ic i n s t i t u t i o n s . In author iz ing 

ICF-MR reimbursement, two clear purposes were evident: f i r s t , to help states 

cover s t e a d i l y inc reas ing costs o f i n s t i t u t i o n a l care; second, to guarantee 

minimal ly adequate h a b i l i t a t i v e programs. ICF-MR regulat ions were published 

i n 1974. 

Today a l l but two states (Arizona and Wyoming) par t i c ipa te in the ICF-MR 

program; 58.7% of a l l 243,700 men ta l l y re tarded people in l i censed mental 

r e t a r d a t i o n f a c i l i t i e s in 1982 were in ICF-MRs. The number of ICF-MR 

residents grew from 108,000 in 1977 to 143,000 in 1982, whi le the average size 

of ICF-MRs decreased from 188 to 77 beds. ICF-MR f a c i l i t i e s w i th 15 or fewer 



res iden ts increased in number from 188 in 1977 t o 1,202 i n 1982, but s t i l l 

housed only 6.8 percent of a l l ICF-MR residents. 

One of the most impor tan t quest ions ra ised by the growth of the ICF-MR 

program has to do with the appropriateness of the level of care i t provides. 

The target population for which ICF-MRs were o r i g i na l l y intended can be viewed 

as the 166,000 res iden ts of s ta te i n s t i t u t i o n s in the ear l y 1970s. Despi te 

i t s recent growth, the ICF-MR program has not expanded beyond the size of i t s 

o r i g i n a l l y envisioned target popu la t ion, w i t h only 143,150 b e n e f i c i a r i e s on 

June 30, 1982. Far from u t i l i z i n g intermediate levels of care fo r persons who 

were less impaired than the o r i g i n a l t a r g e t p o p u l a t i o n , there has been a 

general trend toward a more severely/profoundly retarded population than in 

the 1974 state i ns t i t u t i ons . And whi le the use of intermediate levels of care 

has varied considerably from state to s ta te , only eight states increased the 

proport ion of mild/moderately retarded persons in t he i r 1982 ICF-MR programs 

to more than f i ve percent above the proport ion in state i ns t i t u t i ons in 1974. 

Not s u r p r i s i n g l y , t h i s group contained seven of the nine s ta tes t h a t have 

pr iva te ICF-MR industr ies providing more than 35% of t he i r ICF-MR beds. 

The inc reas ing costs of the ICF-MR program are a t t r i b u t a b l e both t o 

growth in the number of recip ients and increases in the cost per benef ic iary. 

However, s ince 1977, 70% of the increase in t o t a l program costs have been 

a t t r i b u t a b l e to increases in per r es iden t cos ts . The per res iden t per day 

cost of the ICF-MR program between June 30, 1977 and June 30, 1982 rose from 

$41.96 to $79.53, or 89.5%. This was roughly comparable to the 81.6% increase 

in the per day cost of an acute care hospital room over the same period. 

While the observation that ICF-MR f a c i l i t i e s are more cost ly than non-

ICF-MR c e r t i f i e d f a c i l i t i e s i s e a s i l y s u b s t a n t i a t e d , i t i s a lso r e l a t i v e l y 

easy to iden t i f y factors that are coinvolved wi th c e r t i f i c a t i o n that are also 



related wi th cost dif ferences among f a c i l i t i e s . Nevertheless, our regression 

analyses show t h a t Medicaid c e r t i f i c a t i o n alone accounts f o r 15% of t he 

var iance in r e s i d e n t i a l se rv ices costs a f t e r c o n t r o l l i n g a l l r e s i d e n t , 

program, and state variables. 

Concerns have been expressed tha t the ICF-MR program, because of the 

federa l money i t p rov ides , has created i ncen t i ves f o r s ta tes t o r e t a i n 

i n s t i t u t i o n a l models of caring for disabled people at a t ime when contemporary 

standards of adequate care emphasize the benefi ts of smaller community based 

s e t t i n g s . These concerns d e r i v e from the f a c t t ha t most la rge s t a t e 

i ns t i t u t i ons are ICF-MR funded (wi th the federal government reimbursing 50%-

77% of the cost of care) whi le most smal l , community-based f a c i l i t i e s re ly on 

a Supplemental Secur i t y Income, s t a t e , and l oca l funds. Our data show t h a t 

twenty f i v e percent of the var ia t ion in the proport ion of each state's use of 

large f a c i l i t i e s (16 or more beds) is related to the proport ion of t he i r beds 

t h a t are Medicaid c e r t i f i e d . S i m i l a r l y , s ta tes w i t h l a rge r p ropor t i ons o f 

ICF-MR beds were less l i k e l y to have s h i f t e d toward the use of s m a l l e r 

f a c i l i t i e s between 1977 and 1982 (r=-.47). 

S t r a i g h t l i n e p r o j e c t i o n of past t rends t o es t imate f u t u r e ICF-MR 

u t i l i z a t i o n w i l l probably be inaccura te because of the l i k e l y e f f e c t s o f 

actual and proposed changes in Medicaid pol icy. The Medicaid waiver author i ty 

has o f f e r e d s ta tes a f i n a n c i a l l y a t t r a c t i v e a l t e r n a t i v e to c r e a t i n g smal l 

community-based ICF-MRs for persons presently residing in large ICF-MRs. I t 

i s s i g n i f i c a n t l y a f f e c t i n g the ra te at which ICF-MR f a c i l i t i e s are being 

created in community s e t t i n g s . Never the less , our rev iew of the f i r s t 26 

approved state waiver appl icat ions indicates that the Medicaid waiver has not 

d r a m a t i c a l l y i n c r e a s e d r a t e s o f d e i n s t i t u t i o n a l i z a t i o n f r om s t a t e 

i n s t i t u t i o n s . Because non-Medicaid a l t e r n a t i v e s are gene ra l l y cons iderab ly 

less cost ly than c e r t i f i e d programs, states appear ready to u t i l i z e the 



waiver option in pursuit of t he i r past de ins t i t u t i ona l i za t i on goals. However, 

th is new Medicaid option is unique in a very important way; i t s p e c i f i c a l l y 

l i m i t s states in to ta l budget and numbers of benef ic iar ies . States' a b i l i t i e s 

to benef i t from the waiver au thor i t y , at least in the short term, are large ly 

predetermined by the nature and extent of t he i r p r io r ICF-MR pa r t i c i pa t i on . 

Medicaid leg is la t ion and regulations have been developed in react ion t o 

the predominant concerns and evolving standards of adequacy in long-term care 

systems, f i r s t through r e g u l a t i o n s t o improve i n s t i t u t i o n a l care , then t o 

permit small f a c i l i t y care, and most recently through the waiver opt ion. As 

t h i s has happened, the program i t s e l f has become much more complex and 

s u b s t a n t i a l l y more v a r i a n t from s ta te to s t a t e . Today s ta te f i s c a l p o l i c y 

more than c l i en t level of care needs or other e l i g i b i l i t y standards determine 

the b e n e f i c i a r i e s of Medicaid programs for developmentally disabled people. 

What is more, as inc reas ing f l e x i b i l i t y i s o f f e red to s ta tes in u t i l i z i n g 

t h e i r e x i s t i n g Medicaid budget through the Medicaid waiver a u t h o r i t y , a 

condit ion of re la t i ve Medicaid wealth and poverty among states has become more 

ev iden t . Indeed as Medicaid programs f o r men ta l l y re tarded people have 

evolved to the point of o f fe r ing states the opportunity to u t i l i z e Medicaid 

funding for a f u l l continuum of care, states f ind themselves, because of past 

dec is ions w i t h regard to c e r t i f y i n g programs f o r Med ica id , t o range f rom 

having 90% or more of s t a te long- te rm care b e n e f i c i a r i e s under Medicaid 

(M inneso ta and Rhode I s l a n d ) t o hav ing none ( A r i z o n a and Wyoming). 

I r o n i c a l l y , in many instances s ta tes t ha t have r e l a t i v e l y smal l Medicaid 

budgets have been have leaders in developing community care options. These 

s ta tes in keeping w i t h the p r e v a i l i n g t rea tment ph i losoph ies of the past 

decade moved la rge numbers of persons out of ICF-MR f a c i l i t i e s i n t o s t a te 

supported f a c i l i t i e s pr ior to the waiver opt ion. States that have lagged now 



f i nd substantial Medicaid funding avai lable for a process that other states 

undertook w i t hou t such support . In the f u t u r e i t w i l l be i n t e r e s t i n g t o 

f o l l o w s ta te e f f o r t s to increase the number of b e n e f i c i a r i e s e l i g i b l e f o r 

waivered serv ices . However, r a the r than s imply mon i to r i ng the c r e a t i v i t y 

demonstrated by states in maximizing Medicaid contr ibut ions to community-based 

se rv i ces , i t might be more usefu l to examine ways t h a t a s i n g l e Medicaid 

program could be es tab l i shed to r e a l i z e the f l e x i b i l i t y contained in the 

waiver author i ty , yet would not deprive states and benef ic iar ies to program 

access so le l y on the grounds of past (and o f t e n , at the t i m e , wise) s t a te 

pol icy decis ions. 

I f one examines the ICF-MR program h i s t o r i c a l l y and l e g i s l a t i v e l y , i t 

seems reasonably clear that the program has essent ia l ly accomplished what i t 

was intended to accomplish, that i s , to provide f i sca l assistance to states to 

st imulate and assist them in improving qua l i ty of care in state i n s t i t u t i o n s . 

Most observers have noted general improvement in the t o l e r a b i l i t y o f 

cond i t i ons in s ta te i n s t i t u t i o n s s ince the passage of t h i s l e g i s l a t i o n and 

most appear to agree t h a t ICF-MR standards have been a major f a c t o r (see 

O f f i c e of Inspector General , 1981). However, s ince 1971, acceptance of the 

l a r g e , s o c i a l l y i s o l a t e d r e s i d e n t i a l f a c i l i t y as being capable of providing 

appropr ia te care, whatever the cond i t i ons of i t s phys ica l p l an t and 

h a b i l i t a t i v e programming, has decayed substant ia l ly . Despite the undeniable 

t rend of preference f o r and u t i l i z a t i o n o f s m a l l e r commun i t y -based 

a l ternat ives for res ident ia l care of mentally retarded people, there has been 

considerable concern that the Medicaid program has done l i t t l e to inf luence 

the d e l i v e r y of r e s i d e n t i a l serv ices in s m a l l e r , more s o c i a l l y i n t eg ra ted 

models of care, despite increasing evidence of superior h a b i l i t a t i v e outcomes 

f o r res iden ts of such s e t t i n g s . While ICF-MR expendi tures f o r sma l le r 

f a c i l i t y care grew manyfold between 1977 and 1982, s t i l l less than 6% of ICF-



MR benefi ts went to benef ic iar ies in residences of placements wi th 15 or fewer 

res iden ts . I t i s the perceived slowness w i t h which the ICF-MR program i s 

being reo r ien ted toward suppor t ing r e s i d e n t i a l services in community-based 

sett ings that has promoted considerable in teres t in the Community and Family 

Living Amendments of 1983. 

The Community and Family Living Amendments of 1983 (S.2053) and proposed 

mod i f i ca t i ons would s u b s t a n t i a l l y l i m i t the s ize of f a c i l i t i e s t ha t could 

qual i fy any or a l l of the i r costs of care for Medicaid reimbursement. S.2053 

w i l l undoubtedly make states cautious about assumptions of long-term returns 

on investments in large i n s t i t u t i o n s , publ ic or pr ivate . We at the Center f o r 

Residential and Community Services are in general support of S.2053. We have 

found that there are already many small community based f a c i l i t i e s that serve 

the same health care needs, the same problem behaviors, and handicaps of the 

same seve r i t y t ha t i n s t i t u t i o n s do. The problem has been one of l i m i t e d 

a v a i l a b i l i t y of community residences. Social research can seldom pos i t i ve ly 

"prove" any th ing , but w i t h regard to f a c i l i t y q u a l i t y and s i z e , the 

preponderance of evidence is s u p p o r t i v e o f s m a l l f a c i l i t i e s . Large 

i n s t i t u t i o n s , where indeed the burden of proof l i e s , have c l e a r l y not been 

demonstrated to be superior. 

Some parents are j u s t i f i a b l y alarmed about the prospects of change. 

Nevertheless, research has shown that many parents who i n i t i a l l y opposed the 

d e i n s t i t u t i o n a l i z a t i o n of t h e i r sons or daughters have been more s a t i s f i e d 

a f t e r having seen the r e s u l t s . Our own research showed t h a t near ly h a l f of 

a l l i ns t i t u t i ona l i zed residents in 1978 did not have the benef i t of parental 

contact. 

The s ta f f of large f a c i l i t i e s are understandably uncomfortable about the 

prospects of S.2053. However, research i nd i ca tes t h a t 35% of d i r e c t care 



s t a f f in i n s t i t u t i o n s leave t h e i r jobs in a s i n g l e year f o r a v a r i e t y o f 

reasons other than res iden t movement ( tu rnover i s even h igher in community 

f a c i l i t i e s ) . Many states are already developing t rans i t i ona l employment plans 

for s t a f f of state operated f a c i l i t i e s . 

We do have some concerns about increased fede ra l costs due to expanded 

Medicaid caseloads possible under the current language of S.2053. The issue 

of rec ip ients and services meri ts study, and resolut ion in a manner that does 

not pena l ize s ta tes w i t h l i t t l e or w i t h p rev ious l y decreased ICF-MR 

u t i l i z a t i o n . The ICF-MR program has developed to i t s present s ta te i n 

approx imate ly ten yea rs , a process t ha t has been o r d e r l y . The t rend toward 

smaller f a c i l i t i e s is already underway, a lbe i t s lowly. The case management 

and planning provisions of S.2053 may wel l improve the overal l development of 

i n d i v i d u a l l y appropr ia te r e s i d e n t i a l and h a b i l i t a t i v e services for mental ly 

retarded people in the next ten years. 


